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About NACCHO

NACCHO is the national peak body representing 150 Aboriginal
Community Controlled Health Organisations (ACCHOs). We also assist
a number of other community-controlled organisations.

The first Aboriginal medical service was established at Redfern in 1971 as a response to the urgent need to
provide decent, accessible health services for the largely medically uninsured Aboriginal population of
Redfern. The mainstream was not working. So it was, that over fifty years ago, Aboriginal people took control
and designed and delivered their own model of health care. Similar Aboriginal medical services quickly
sprung up around the country. In 1974, a national representative body was formed to represent these
Aboriginal medical services at the national level. This has grown into what NACCHO is today. All this
predated Medibank in 1975.

NACCHO liaises with its membership, and the eight state/territory affiliates, governments, and other
organisations on Aboriginal and Torres Strait Islander health and wellbeing policy and planning issues and
advocacy relating to health service delivery, health information, research, public health, health financing and
health programs.

ACCHOs range from large multi-functional services employing several medical practitioners and providing a
wide range of services, to small services which rely on Aboriginal health practitioners and/or nurses to
provide the bulk of primary health care services. Our 148 members provide services from about 550 clinics.
Our sector provides over 3.1 million episodes of care per year for over 410,000 people across Australia,
which includes about one million episodes of care in very remote regions.

ACCHOs contribute to improving Aboriginal and Torres Strait Islander health and wellbeing through the
provision of comprehensive primary health care, and by integrating and coordinating care and services.
Many provide home and site visits; medical, public health and health promotion services; allied health;
nursing services; assistance with making appointments and transport; help accessing childcare or dealing
with the justice system; drug and alcohol services; and help with income support. Our services build ongoing
relationships to give continuity of care so that chronic conditions are managed, and preventative health care
is targeted. Through local engagement and a proven service delivery model, our clients ‘stick’. Clearly, the
cultural safety in which we provide our services is a key factor of our success.

ACCHOs are also closing the employment gap. Collectively, we employ about 7,000 staff — 54 per cent of
whom are Aboriginal or Torres Strait Islanders — which makes us the third largest employer of Aboriginal or
Torres Strait people in the country.

Enquiries about this submission should be directed to:

NACCHO

Level 5, 2 Constitution Avenue
Canberra City ACT 2601
Telephone: 02 6246 9300
Email: policy@naccho.org.au

Website: naccho.org.au
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Recommendations

NACCHO recommends:

1 Any interventions to improve how research data is managed align with the National Agreement and its
four Priority Reform Areas.

2 Reframing the FAIR Data Policy as enabling Indigenous Data Sovereignty through Indigenous Data
Governance and governance of Indigenous data, as appropriate. These definitions should also be
included in the policy in full.

3 Articulating the governance requirements for Indigenous Data with more detail and clarity to ensure they
are actionable and meaningful. These requirements should be rights-based and governed by Aboriginal
and Torres Strait Islander people, communities and organisations.
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National Agreement on Closing the Gap

Advocating for and securing the National Agreement on Closing the Gap was an historically significant act of
Aboriginal and Torres Strait Islander self-determination. The National Agreement is evidence of a new era of
engagement by and with Aboriginal and Torres Strait Islander people. It commits Australia to a new direction
and is a pledge from all governments to fundamentally change the way they work with Aboriginal and Torres
Strait Islander communities and organisations — to support self-determination and build the capacity of the
community-control sector.

This Government’s first Closing the Gap Implementation Plan commits to achieving Closing the Gap targets
through implementation of the Priority Reforms. This represents a shift away from focusing on the Targets,
towards the structural changes that the Priority Reforms require, and which are more likely to achieve
meaningful outcomes for our people in the long term.

The reforms and targets outlined in the National Agreement seek to overcome the inequality experienced by
Aboriginal and Torres Strait Islander people, and achieve life outcomes equal to all Australians. Governments
at all levels have committed to the implementation of the National Agreement’s four Priority Reform Areas,
which offer a roadmap to meaningfully impact structural drivers of poor health and social outcomes for
Aboriginal and Torres Strait Islander people:

Priority Reform Area 1 — Formal partnerships and shared decision-making

This Priority Reform commits to building and strengthening structures that empower Aboriginal and Torres
Strait Islander people to share decision-making authority with governments, and to accelerate policy making
that centres Aboriginal and Torres Strait Islander voices.

Priority Reform Area 2 — Building the community-controlled sector

Recognising that community-controlled services achieve better outcomes, employ more Aboriginal and
Torres Strait Islander people and are often preferred over mainstream services, this Priority Reform commits
to building Aboriginal and Torres Strait Islander community-controlled sectors to deliver services to support
Closing the Gap.

Draft ARC FAIR Data Policy 3



Priority Reform Area 3 — Transformation of mainstream institutions

This Priority Reform commits to systemic and structural transformation of government organisations to
identify and eliminate racism, embed and practice cultural safety, deliver services in partnership with
Aboriginal and Torres Strait Islander people, support truth telling about agencies’ history with Aboriginal and
Torres Strait Islander people, and engage fully and transparently with Aboriginal and Torres Strait Islander
people when programs are being changed.

Priority Reform Area 4 — Sharing data and information to support decision making

This Priority Reform commits to shared access to regional data and information to inform local-decision
making and support achievement of the first three Priority Reforms. This Priority Reform supports principles
of Indigenous Data Sovereignty.

Despite some progress, the need for fundamental systemic reform remains evident. In its first review of the
National Agreement on Closing the Gap, the Productivity Commission found that governments are not
adequately delivering on their commitments. Despite support for the Priority Reforms and some good
practice, progress has been slow, uncoordinated, and piecemeal.

The Commission noted that to enable better outcomes, governments need to relinquish some control, share
decision making and acknowledge that Aboriginal and Torres Strait Islander people know what is best for
their communities. Aboriginal Community Controlled Organisations, must be treated as critical partners
rather than passive funding recipients, and trusted to design, deliver and measure government services in
ways that are culturally safe and meaningful for their communities.

‘Too many government agencies are implementing versions of shared
decision-making that involve consulting with Aboriginal and Torres Strait
Islander people on a pre-determined solution, rather than collaborating on
the problem and co-designing a solution”

NACCHO recommends any interventions to improve how research data is managed align with the
National Agreement and its four Priority Reform Areas.

Indigenous Data Sovereignty

The FAIR Data Policy takes an appropriate first step towards governance of Indigenous data for research,
however, it is important to place this in the broader context. The Maiam nayri Wingara (MnW) principles for
Indigenous Data Sovereignty and Indigenous Data Governance, and the definitions put forth by MnW, are
commonly agreed terminology and are appropriately used to frame the policy — it should be seeking a rights-
based approach to data governance.

Researchers working with Aboriginal and Torres Strait Islander people, communities and organisations, and
their data, should seek to facilitate Indigenous Data Sovereignty, but this should largely be through
governance of Indigenous data. ‘Governance of Indigenous data’ is a complimentary concept to the work of
the MnW Collective, drawing on OCAP® (an Indigenous data governance framework) and the FAIR and
CARE principles developed for research. In simple terms:

¢ Indigenous Data Sovereignty is the inherent right of Aboriginal and Torres Strait Islander people to their
data,

¢ Indigenous Data Governance is the Aboriginal and Torres Strait Islander-led decision-making about that
data, and

" Productivity Commission, Review of the National Agreement on Closing the Gap, Study Report, Canberra, 7 Feb 2024
https://www.pc.gov.au/inquiries/completed/closing-the-gap-review/report.
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e governance of Indigenous data is the work that governments, research organisations and other non-
Indigenous bodies must do to recognise, enable and be accountable to Indigenous Data Sovereignty.

While there are differences between Indigenous Data Governance and governance of Indigenous data, they
are both in service of Indigenous Data Sovereignty. This also has a clear link to Closing the Gap and the
Priority Reforms Areas, with all four being relevant here, from sharing decision-making authority and building
the community-controlled sector through to transforming government organisations and sharing data.

NACCHO recommends reframing the FAIR Data Policy as enabling Indigenous Data Sovereignty
through Indigenous Data Governance and governance of Indigenous data, as appropriate. These
definitions should also be included in the policy in full.

The Aboriginal community-controlled health sector has a long tradition of initiating and participating in
research. National policy must be careful not to undermine this local power, or the rights of ACCHOs as data
owners. Aboriginal community-controlled health organisations’ position in the research environment means
that as community-controlled entities, they already action Indigenous Data Governance.

Requirements towards governance of Indigenous data should focus on non-Indigenous research
organisations. The governance model that is necessary here is thus much more nuanced and complex than
implied in the draft policy. There is also overlap and redundancy in the treatment of Indigenous Data versus
sensitive data within the draft policy. Similar to sensitive data, Indigenous Data should be called out for
assessment to understand the appropriate governance requirements relating to it. For example, cultural
knowledge belonging to a community may have different requirements than personal health information of
individuals. Rather than treating Indigenous Data as a small subset of a broader policy, it warrants focused
attention.

Considering Indigenous Data Sovereignty as a rights-based approach, the FAIR Data Policy must also allow
for the possibility that Aboriginal and Torres Strait Islander people, communities or organisations participating
in research may exercise their right to not have their data findable, accessible, integrated or reused.
Research data arising from Aboriginal and Torres Strait Islander people, communities or organisations
remains under the authority of those people, communities and organisations. In its current form, the policy
does not provide sufficient guidance for how governance of Indigenous data will be operationalised, or how
researchers can demonstrate they facilitate Indigenous Data Sovereignty.

Within Indigenous Data Governance, the concept of ‘data for Indigenous governance’ sits alongside
‘governance of Indigenous data’. While research organisations cannot directly be responsible for ‘data for
Indigenous governance’ as this must be driven by community priorities, the policy should also have a view to
supporting community access to data. To meaningfully address the A in FAIR, researchers should seek to:

e Address existing barriers to data release and sharing for Aboriginal and Torres Strait Islander people,
communities and organisations, and

e Action known data gaps and research priorities relating to Indigenous Data.

This requires commitment to a rights-based architecture, as well as clear accountability towards progress.
Addressing this is best done through its own dedicated workstream on governance of Indigenous data,
rather than subsumed into a broader data policy.

NACCHO recommends articulating the governance requirements for Indigenous Data with more detail
and clarity to ensure they are actionable and meaningful. These requirements should be rights-based
and governed by Aboriginal and Torres Strait Islander people, communities and organisations.
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